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Abstract
The aim of this integrative review is to describe a child’s participation in the decision-making process related to treatment. The
goal is to increase knowledge of the ways that healthcare professionals can use to support a child’s decision-making ability.
The data were gathered from the Medline and Cinahl databases and the data consisted of 23 articles which were published in
scientific journals during 2002-2013. The articles were analyzed with an inductive content analysis. The results of the review
show that a child’s knowledge skills, wishes and values were often not taken into account and their participation was limited.
Children were taken into account to varying degrees, depending on the time available and the individual healthcare professional.
The personnel often made the treatment decisions on behalf of the families. This was greatly influenced by the attitudes of the
personnel and parents and the ability of the healthcare personnel to work with child patients. The professional language used in
discussions was shown to be an obstacle to flexible cooperation.
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1 Introduction
In the United Nations (UN) Convention on the Rights of the
Child (1989), it is stated that officials should take children
into account in all actions and decisions concerning them
and they should evaluate the effects of the decisions on the
child. The child must always come first and the child’s opin-
ion must be heard. The child has the right to participate
in decision-making concerning himself or herself based on
their age and level of development.[1] In Finland, as well as
elsewhere in Europe, the rights of children are monitored by
an ombudsman for children. The ombudsman acts based on
the UN Convention on the Rights of the Child.[2, 3]
In the Constitution of Finland (1999), children’s basic rights
include equal treatment, which also includes the right to
have an influence on matters concerning them, based on
their level of development.[4] According to the law pertain-
ing to a patient’s position and rights (1992), the child’s opin-
ion must be asked when it is possible based on his or her age
and level of development. When a child is able to decide
about actions related to their treatment, the treatment deci-
sions must be made together with them. The law mentions
that information on a child’s health and treatment cannot be
given to their legal guardian if it is the child’s own wish.[5]
In the ethics for the healthcare of children, it is stressed that
a child should be asked for their consent when they have the
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capability for it. The healthcare worker has the responsibil-
ity to inform the child about coming treatments and make
the treatment experiences as positive as possible. The aim
is to ask for the child’s consent for the coming procedure.
Healthcare workers must support the child in making de-
cisions related to treatment. At the same time, healthcare
workers must make sure that the child does not have to make
decisions that surpass their understanding.[1, 6, 7]
The participation of a child in their treatment is diverse. The
child’s point of view, wishes and will are taken into account
to varying degrees. Some of the healthcare workers who
participated in the study thought that the child’s view cannot
always be taken into account, and some said that the child’s
view will be taken into account whenever it is possible from
the point of view of their own work.[8]
Children are an important customer group in healthcare ser-
vices but little research on children’s healthcare experiences.
The research is mainly focused on the parents’ point of view.
The problem in research on children is determining the
methodological starting point, as there is a lack of suitable
measurements. Research on children also faces the ethical
challenge of children’s ability to give consent. Views that
state that a child cannot understand or describe their own
experiences and their world due to their immaturity may de-
crease the amount of research focusing on children.[9]
In healthcare decision-making, the companionship and dis-
cussion between the patient and the professional is empha-
sized. The patient’s opinion and viewpoints are taken into
account in treatment and in decision-making. Explicit inter-
action and cooperation ensure that the decision-making is
open and negotiable for the patient.[10]
Views on children’s participation in decision-making vary
greatly. In the protectionist point of view, parents should
hinder and protect children from making bad decisions.
Children are unqualified to make decisions especially re-
lated to treatment. Because of this, adults should defend
and guard children. The liberalist view trusts in a child’s
right to self-determination and ability to make independent
decisions. According to this viewpoint, children are a mi-
nority without citizenship rights. Especially in health care,
a child’s ability to discuss their own treatments and proce-
dures is not appreciated. In the pragmatist view, the child’s
own opinion is respected and they are protected from ques-
tionable decisions. This view constitutes a synthesis of pro-
tectionist and liberalist approaches, trying to maintain a bal-
ance between a child’s rights to self-determination and the
parents’ responsibilities.[11, 12]
The patient’s participation can be described as a contin-
uum. It includes the different models of participation and
decision-making and the levels of patient participation. In
informed decision-making, experts give the patient suffi-
cient information so that they can make decisions related
to their treatment themselves. The patient makes the fi-
nal decision himself/herself. In shared decision-making,
the professional discusses the different treatment options to-
gether with the patient so that the decision-making is based
on a shared understanding. In shared decision-making, the
decision-making regarding treatment options is divided be-
tween the expert and the patient. The expert, “professional-
as-agent”, has influence when he or she has the techni-
cal expertise, and the child has the right to take part in
the decision-making. According to paternalism, the expert
knows what the best option for the patient is and information
is shared to a limited extent with the patient. The patient’s
low authority means that the patient will not participate in
decision-making and he or she will not be informed about
procedures and treatment. In this case, the patient cannot
give informed consent for coming treatments.[13]
Aim
The aim of this integrative review is to describe a child’s
participation in the decision-making process related to treat-
ment. The goal is to increase knowledge of the ways
that healthcare professionals can use to support a child’s
decision-making ability.
The literature review looks for answers to the following
questions:
(1) How is a child taken into account in decision-making
related to treatment?
(2) How can healthcare personnel support a child’s par-
ticipation and decision-making related to treatment?
2 Methods
The integrative review is used to collect and analyze existing
research on the topic and to increase critical and systematic
knowledge by using the above stated research questions in
the analysis. The quality of the data was evaluated and the
results were synthesized retrospectively as comprehensively
as possible.[14–16]
The results from the international research articles and lit-
erature reviews selected for analysis in this study were ana-
lyzed with an inductive content analysis according to the re-
search questions. Content analysis is a method that is based
on the systematic and objective analysis of documents.[17, 18]
2.1 Data collection
When defining the search terms, the MeSH (Medical Sub-
ject Heading) subject terminology was used, as well as refer-
ence books and articles from the subject area. The searches
were complemented with natural language searches, and
some searches were conducted with the help of an infor-
maticist.[15]
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Table 1: Inclusion and exclusion criteria for the data
 
 
Inclusion criteria Exclusion criteria 
Child, young person or minor 
in this study refers to a person 
under 18 years old according 
to the UN Convention on the 
Rights of the Child 
Studies related to the mental 
health, drug abuse, physical 
abuse, terminal care and organ 
donation of children and 
young people  
Scientific articles on the 
decision-making of children 
and minors related to 
treatment  
Studies related solely to the 
decision-making of legal 
guardians, parents or 
healthcare personnel 
Studies and systematic 
literature reviews 
 
Year of publication 2000–
today 
 
Article in English   
 
Search terms:
• Decision making and patient participation, consent
• Limit: yr = “2000-2013” and “preschool child (2 to 5
years)” or “child (6 to 12 years)” or “adolescent (13
to 18 years)”
Databases relevant to nursing science were the primary
sources in the literature search. The inclusion and exclusion
criteria for the data are presented in Table 1. Based on the
searches, the Medline and Cinahl databases emerged as the
best sources of articles when trying to answer the research
questions (see Figure 1).
2.2 Description of the data and quality evaluation
Altogether 23 complete texts were included in the final anal-
ysis which answered the research questions and fulfilled the
inclusion criteria. The choice of data was also influenced by
availability.[14, 19] The articles were published during 2002-
2013. The articles were written in North America (n = 11),
Great Britain (n = 5), Sweden (n = 4), Israel (n = 1) and
Ireland (n = 2).
The methodological approach in the articles selected for the
review was qualitative in 14 cases, quantitative in four cases,
and five articles were reviews. Based on the selection crite-
ria and research questions, each study or review discussed
the participation and decision-making of children or young
persons in the context of healthcare. The articles often dis-
cussed the viewpoints of parents and healthcare personnel
as well. In two studies, the decision-making and participa-
tion of families was focused on monitoring events during a
doctor’s appointment.
The quality of the data was evaluated according to the Grade
(Grading quality of Evidence) classification.[20] According
to this classification, the grading quality of the 14 qualitative
studies is D. Three quantitative studies were evaluated to
have a grading quality of B, as in these studies the decision-
making process had been developed with a new model based
on the results. One quantitative study was evaluated to have
a grading quality of C. Two of the reviews were classified
into the B class, one into the C class and two into the D
class. Both of the reviews classified into the B class were
strongly based on empirical research.
Figure 1: The literature search
Having a grading quality of C or D does not mean that
a study or review is bad or that the results cannot be
trusted.[20] In nursing science, studies often focus on sen-
sitive issues, which are better analyzed qualitatively than
quantitatively. The research and understanding of nursing
phenomena requires people’s personal descriptions of expe-
riences.[18]
The quality evaluation also included the impact factor (IF)
of the publication and the citation index of the author.[21]
The IF values in 2012 varied between 0-5.391 and IF val-
ues within five years varied between 0-5.850. The citation
values of the authors varied between 0-39. The IF values
for four articles are missing and their citation indexes varied
between 2-14. The articles were included in the data be-
cause they described the phenomenon similarly to the other
studies and reviews.
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2.3 Data analysis
The analysis of the research data was started by reading the
articles carefully and getting familiarized with them. The
essential results of the studies were written down in a ta-
ble. The close reading was followed by an inductive con-
tent analysis. The analysis was guided by the research ques-
tions, and simplified expressions were formed from the data.
These expressions were compared with each other. Based
on the comparison, subcategories were formed where sim-
ilar expressions were combined into their own categories.
Through this grouping, the categories were named (see Ta-
ble 2).[17, 18]
Table 2: Subcategories and categories
 
 
Subcategories Categories 
Obstacles to participation and possibilities to have an influence A child in the decision-making related to treatment 
Limitations related to age criteria and level of development  
Weaknesses in communication  
Taking the child into account in decision-making and participation  
The communicative skills of the healthcare personnel 
The readiness of the personnel to support the 
decision-making of a child 
Ability to listen to a child  
Obstacles to children’s participation in health decision- making  
 
3 Results
3.1 A child in the decision-making related to treat-
ment
According to the umbrella categories, the results were fo-
cused on obstacles to participation and influence, age crite-
ria and limitations related to level of development, as well as
deficiencies in communication. The data also included de-
scriptions of situations when the decision-making and par-
ticipation took the child into account.
Obstacles to participation and possibilities to have an in-
fluence. The research results show that a child’s knowledge
capabilities, wishes and values are often not taken into ac-
count and their participation is prevented.[22–30] Healthcare
professionals make the decisions on behalf of the children
and often on behalf of parents as well.[24, 25, 27, 31] The rea-
sons behind this were the attitudes of the personnel and the
parents[26, 32, 33] and the desire to protect the child.[22, 33] The
inexperience of the personnel in handling pediatric patients
also has an effect on how actively the families participated
in the decision-making.[24, 34, 35]
The healthcare personnel could not always find the time to
ask about the child’s view[23] and the decision had to be
made as quickly as possible.[25, 27] Sometimes there was no
information available that would be targeted to children[23]
or the information was only targeted to the parents.[28] The
results of Runeson’s (2007) study show that parents assume
that a child has received the necessary information on the
treatments. This assumption was shown to be erroneous
based on the children’s responses.[28]
Limitations related to age criteria and level of develop-
ment. In the analysis of the child’s position, the identifi-
cation of cognitive skills and the child’s age were empha-
sized.[23, 27, 34–37] In Coyne’s study, the communication of
healthcare professionals was suggested to be more about
identifying the knowledge skills of a child than their capa-
bility to understand the coming treatment events.[24] Nurses
valued the opinion of a child, but the child’s capabilities and
age limited the discussion. Some of the nurses wanted to get
the parents’ permission first before asking about the child’s
opinion.[11] The participation of the child was influenced by
reading skills and reading comprehension as well as legisla-
tion.[33]
Weaknesses in communication. The professional lan-
guage used in discussions decreased the participation of
children and parents and their willingness to make deci-
sions.[24, 35, 38] The children and parents felt that the health-
care personnel gave information in an unclear manner, so
that they were not able to properly consider all the possible
risks related to treatments. Existing guidelines regarding
the sharing of information were complied with to varying
degrees.[39] Excessive information can also be an obstacle
to participating in a clinical study for teenagers and young
adults.[38]
Taking the child into account in decision-making and
participation. Making a decision together or discussing
their decision with parents was significant for children’s
self-esteem and their adherence to treatment.[31, 40–42] The
positive attitude of parents and healthcare personnel had
an effect on the child’s participation.[31, 42] The decision-
making related to treatment did not have a big importance
for the children when their physical condition was bad or
their treatment was just beginning. In such cases, the need
for the support of others in decision-making was empha-
sized.[29, 43]
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Decision-making and participation were tested in a study
by Hankins et al. The patients and parents received writ-
ten material, met a nurse, made a choice and then discussed
the final decision with the doctor. The results showed that
this method increased the patients’ and parents’ adherence
to treatment. The children were also able to better express
their opinion and even disagree with their parents. After the
study ended, the method was kept in use at the hospital.[40]
3.2 The readiness of the personnel to support the
decision-making of a child
Descriptions were chosen from the data which answered the
research question of how the healthcare personnel can sup-
port a child’s participation and decision-making related to
treatment. The results emphasized the communicative skills
of the personnel, their ability to listen to a child and their
attitudes.
The communicative skills of the healthcare personnel.
Suitable information reduces a child’s fear and misunder-
standings.[11, 24, 33] Information is suitable when a child has
a clear view of the nature and purpose of the treatment pro-
cedures and the effect of the treatment on his or her condi-
tion.[22, 29, 33] Children who had received a lot of informa-
tion and a possibility to participate in discussions regard-
ing their treatment adhered to their treatment the best.[22, 24]
Adherence to treatment was connected to the amount and
quality of information.[27, 28] The children also expect to be
informed on as many different issues as possible.[11, 29]
Participation in treatment and decision-making cannot be
tied to a certain age because cognitive development and
willingness vary greatly among children.[11, 26, 34] Giving in-
formation to children and young people is challenging be-
cause the amount of information should not be too small or
too much.[43] The information related to the illness, risks
and the child’s real understanding should be realistic.[34]
The behavior and communication skills of the healthcare
personnel are key factors in the participation and decision-
making of children in their treatment.[23, 29, 42]
Children are more calm and prepared for their treatment
when they receive information and are consulted regarding
their illness.[24, 27] The information is given according to
the child’s wishes and needs, and they are asked what they
think about the planned treatment. The child needs time
to think and to ask questions.[27] Children and young people
are given a chance to participate, and it should be a carefully
considered process.[35] According to studies, these consid-
erations improve the child’s ability to understand what their
illness means.
Ability to listen to a child. The child should have the
right to express their opinion[23, 33, 35] and they should be
given the possibility to make their own decisions.[22, 33] Lis-
tening to children is important and they should also be
trusted.[11, 22, 23, 26, 35] Children are able to provide a very dif-
ferent point of view to the planning of treatment.[11]
Children and minors should be given a chance to share
the decision-making with their parents or healthcare per-
sonnel[22, 34, 40] or they should be provided an opportunity
to have someone else make decisions for them.[22, 26, 34, 41]
The decision-making process depends on how the family
in general makes decisions between them.[41, 42] Adher-
ence to treatment and trust in the personnel increase when
the child is given a chance to participate in the decision-
making.[11, 22, 25]
Obstacles to children’s participation in health decision-
making. The primary obstacles to children’s participation
were the attitudes of the healthcare personnel and lack of
time. The views and values of children and young people
must be trusted.[23, 34] The nurses should encourage chil-
dren to be active in decision-making, and it is also part of
the ethical responsibilities of nurses.[11, 38] Healthcare per-
sonnel should test their own skills and give information and
support their patients to participate in the decision-making
related to their treatment.[34]
Nurses specializing in the treatment of children are in an
important position regarding this issue. They can promote
children’s rights and participation in decision-making.[31]
When teamwork between children, parents and health-
care personnel is combined with research information, the
decision-making process of children and minors can be de-
veloped.[33, 38]
4 Discussion
4.1 Discussion of results
Based on the results, in some cases the healthcare person-
nel focused too much on identifying the cognitive skills of
the child when examining the child’s position, and the in-
formation and issues related to the actual treatment received
less attention. Based on the results, the participation of a
child cannot be tied to a certain age because cognitive de-
velopment and willingness to participate vary greatly among
children.
The results showed that the positive attitude of the personnel
and parents and the possibility to make decisions enhance
the child’s self-esteem. Participation and discussing the de-
cision were important for the child’s adherence to treatment.
A child or a minor has to be given a chance to let someone
else make the decision on their behalf if they do not want to
or have the strength to participate in the discussions.
Based on the results, the communicative skills and support
of the personnel were significant. Adherence to treatment
was connected to suitable information and the negotiating
skills of the personnel. Clear and comprehensive informa-
tion reduced the child’s fear and misunderstandings. Giv-
ing information to children is challenging because the infor-
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mation should be given according to the child’s wishes and
needs.
The ability to listen to a child and the attitudes of the health-
care personnel emerged as significant issues in the data. Lis-
tening to a child and appreciating his or her opinions in-
creased trust in the personnel and improved adherence to
treatment. A child has the right to participate in their treat-
ment and make decisions related to it. A child is a reliable
source of information who can give a new point of view into
the planning of treatment.
The attitudes of healthcare personnel emerged as a signifi-
cant obstacle to a child’s participation. The attitudes of the
healthcare personnel were related to the lack of time and
inexperience in treating children. The results did not show
whether the uncertainty of the personnel in treating children
and lack of time were related to each other.
The conflict that emerged in the study was related to the
behavior of pediatric nurses. The need for nurses specializ-
ing in pediatrics was pointed out in the observation study
by Hällström and Elander. According to them, pediatric
nurses have experience of encouraging children to partici-
pate in decision-making and ensuring that the child’s rights
are taken into account.[31] In Coyne’s study, however, the
biggest finding was that pediatric nurses made the decisions
without hearing the opinions of children.[24]
In Runeson’s study, parents assumed that their child had re-
ceived enough information on the coming procedures. The
results showed, however, that the children had not received
enough information.[28] According to the dissertation of
Salmela, children cannot always express their fears related
to hospitals because they want to protect their parents. Chil-
dren do not want to add to their parents’ worries by express-
ing their own.[44]
4.2 Reliability of the review and ethical viewpoints
The data was systematically gathered from databases that
are relevant to nursing science by using the MeSH subject
terminology, reference books and natural language searches.
The search process was made as systematic as possible by
conducting some searches with an informaticist. The infor-
maticist assisted in specifying the search terms. The choice
of search terms depended on the research questions defined
in the research plan. The searches were limited to years
2000-2013 in order to find currently relevant research re-
sults. The instructions for conducting the study and the in-
clusion and exclusion criteria also affected the amount of
articles chosen. The searches showed that research on the
subject is scarce. For this reason, it was possible to read the
majority of the abstracts and complete texts.[45]
The reliability was enhanced by carefully classifying the
data in a table. The table helped to form a comprehensive
view of the data and it helped in processing the data. Sev-
eral findings from the data were gathered into the umbrella
categories, so that the analysis became more repeatable and
answers were found to the research questions. The limita-
tions in the study were the small sample sizes, as is common
in qualitative research, and the small amount of data in gen-
eral.[17, 46]
The quality of the articles selected for the study turned out
to be quite diverse based on the evaluation criteria. Even
though the grading quality of the evidence of the majority
of the articles was evaluated as D, the impact factor values
and/or numbers of citation indexes supported the choice of
the articles included in the study.[20, 21]
The research articles and literature reviews chosen for the
study were mainly in English and electronically available.
This can cause language or publication bias, and there is the
possibility that significant studies have been left outside of
the searches. In this study, based on the coherent results,
the language and publication bias are unlikely to be present.
As a research method, an integrative review has limitations
which are acknowledged in this study. Research on chil-
dren is scarce due to methodological challenges and preju-
dices, which causes limitations for the selection of studies
and the analysis of results.[14–16] Research studies focusing
on different age groups were not analyzed separately in this
study, even though the research group acknowledges that
the cognitive, social and emotional skills and knowledge of
2–18 years old children vary greatly between different age
groups.[47]
The study was conducted according to the rules of good sci-
entific practice. The collection and analysis of data was as
precise and responsible as possible. The study was based on
a research plan. The criteria in the research plan were fol-
lowed according to the phases presented earlier in this study.
The quality evaluation of the research articles and reviews
was conducted taking into account ethical viewpoints. The
different stages of the study have been described as specifi-
cally as possible so that the reader can evaluate the author’s
choices.[17, 18, 48]
5 Conclusions and topics for further re-
search
This study supports the view that the participation of chil-
dren in the decision-making in healthcare is irregular. The
study results can be utilized in practice for developing treat-
ment discussions with children and minors. The training
of healthcare personnel should emphasize the identification
and understanding of the cognitive skills, wishes and values
of children.
The positive attitude of the staff and parents, the possibility
to participate in discussions as an equal, and the opportu-
nity to participate in decision-making were factors that in-
creased the child’s self-esteem and adherence to treatment.
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The child must also be given a chance to refuse to take part
in the decision-making or negotiation related to treatment.
To achieve this, the staff should have good communication
skills, the ability to listen to the child and experience of
treating pediatric patients.
The need to further develop and study the decision-making
process emerged as a topic for further research that can help
in increasing the participation of children in the context of
healthcare. The results from the intervention study by Han-
kins et al that focused on decision-making and participation
are worth testing. In this model, the patients and parents re-
ceived written material, met a nurse, made the choice and
then discussed the final decision with the doctor. The re-
sults of the study and its effects were significant for both the
patients and parents.[40]
In the study by Hankins, et al., the patients and parents were
given written material.[40] In the follow-up studies, it should
be determined first what kind of written material exists for
child patients and their parents. It should be studied how the
instructions could be developed and standardized so that a
child can understand the material. Writing such material is
demanding because different age groups should have differ-
ent material available that takes into account their age and
level of comprehension.
In the future, more research is needed on how nursing per-
sonnel take children into account in treatment decision-
making. For instance, by using an observation study, it
is possible to target the possible weaknesses related to the
discussions from the children’s and their parents’ points of
view. This kind of approach would also give information on
the training needs of the healthcare personnel.
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